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A questionnaire was sent out to our 98 adult CF patients in 2006. 33 responded
(32%) (17 male). Themes which stood out in the responses were assessed alongside
CF severity grades. The average age of the whole group was 25.9 (17−53). All but
one (age 20) had been in paid employment. 16 males and 11 females were in
employment at the time of the study. The average severity of the whole group
was 2.45, responders 2.3, non-responders 2.5. There were 3 main themes:
1. Career changes (19/33)
2. Discrimination (11/33)
3. Difﬁculty getting & keeping job (11/33).
Eight people felt they had had no problems. In the career changes (av. severity 2.3)
only 5 were due to CF problems. Usually the change was made to gain more pay
or qualiﬁcation. The CF problems were invariably an attempt to avoid infections at
work (e.g. work in hospitals or schools). In the discrimination section (sev 2.45)
sad stories were told, ranging from being “looked down on”, “joked about”, “not
promoted” to “being sacked”. It was the lack of understanding of their condition,
by employers, and a “don’t care” attitude, which gave rise to the feeling.
The difﬁculty in getting & keeping a job (sev.2.5) was felt by 11 also, 8 of whom
had felt discrimination too. Their health problems caused too much time off work,
and lack of strength problems. Two of our responders had lung transplants (3 in
non-responders) and these had “opposite” experiences, with one getting a job only
after transplantation, while the other could not get work.
Conclusion: As in other studies, our patients ability to get and keep employment
depended on their health to some extent, but, in general, they are keen to work and
keep trying different directions in order to get on. A general feeling that employers
“don’t care” can only be altered by greater education of employers and patients
alike.
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More and more CF patients reach adult age and their quality of life is improving
under the inﬂuence of improved care. For this reason, sexuality – not only
psychological care of the patients – is one of the most important topics to be
addressed.
Our research has two parts – the ﬁrst part compares the population of CF patients
over age 15 in the Czech Republic to the healthy population.
The second part of the research investigates the sexual life of CF patients; at the
same time it investigates the inﬂuence of consequences of the illness and CF facts
in general on the quality of the patients’ sexual life.
The ﬁrst part of the research used the Sexual Behaviour Questionnaire which has
been used by the Sexuological Institute every ﬁve years to monitor sexual behaviour
in the Czech Republic. The second part used a questionnaire created especially
for the purpose of researching sexual life in CF patients. This questionnaire was
checked directly with the help of detailed interviews made with one male and one
female CF patient.
The basic starting point came directly from the patients themselves – from their
growing openness and needs to discuss this topic. The research maps the sexual life
of CF patients in the Czech Republic and at the same time compares it to research
results from the healthy population. In this way the research contributes to general
insight into issues of sexuality in CF patients and shows ways of providing care for
these issues in general and in individual cases (psychological care).
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Aim: CF patients are typically younger than other transplanted patients. Self-
reported Quality of life (QoL) and attitudes towards transplantation (Tx) were
investigated to assess whether CF patients differ from other Tx patients and so
might need special consideration in Tx programmes.
Method: In 2006, 66 (=all but two) Belgian transplanted CF patients plus 85
transplanted non-CF patients were asked to participate. An attitude questionnaire
of 42 items was developed based on clinical observations and patient statements.
Factor analysis revealed four subscales: medical aspects of Tx; negative cognitions
about Tx; donor issues and emotions; and positive cognitions about Tx. Cronbach
alphas for these subscales ranged from 0.63 to 0.76. QoL was assessed using the
SF-36.
Results: Apart from the age difference (mean 32 versus 47, p< 0.001), no group
differences were found between CF and non-CF patients. Scores on the attitude
subscales were comparable between the two groups. CF patients reported higher (ie
better) scores in the SF-36 domains Physical Functioning, Social Functioning and
Pain.
Conclusions: CF and non-CF Tx patients showed comparable attitudes and cog-
nitions about Tx, but CF patients reported better physical and social functioning
and less pain. CF patients are younger and accustomed to illness and treatment. It
may be that, after Tx, CF patients adapt more quickly to their new situation than
older Tx patients. Tx teams need to regularly review their facilities and provide for
a growing group of younger patients.
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Managing Cystic Fibrosis (CF) may depend on coping ability. Folkman and Lazarus
(1988) suggest that coping is a process that has an important role in disease
outcome. Indeed, research suggests that coping may impact on health related quality
of life (QOL) in young people with CF (Staab et al., 1998). Previous research has
measured coping and QOL in mixed groups of adolescents and adults but have not
always used disease speciﬁc measures of QOL.
Aim: To examine coping and QOL in a group of children and adolescents with CF
using a disease speciﬁc measure of QOL and a process measure of coping.
Method: 34 young people (6−16 years) were recruited from regional CF clinics.
Using a cross sectional design two questionnaires the Kidcope (Spirito et al. 1985)
and Cystic Fibrosis Questionnaire (CFQ, Quittner et al. 2000) were administered.
Results: Those using Distraction as a coping strategy reported better Emotional
State on the CFQ (z = −2.35, N1 = 16, N2 = 18, p = 0.019, p< 0.05) (21.72 vs. 13.75).
Those using Social Support as a coping strategy reported better Respiration on the
CFQ (z = −2.35, N1 = 16, N2 = 18, p = 0.018, p< 0.05) (24.69 v.s. 15.29).
Discussion: Better Emotional State was found when one aspect of palliative coping
(Distraction) was used. Thus, Distraction may be a helpful coping strategy. In
line with Banez and Compas (1990) using Social Support was related to better
Respiration suggesting that Peer Support is a contributor to better psychological
adjustment in young people. Overall, young people use both active and palliative
coping and these are related to different aspects of QOL. This may have clinical
implications in terms of psychoeducation.
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